Numbers of deceased organ donors in Australia have increased, but rates of consent to donation remain at around 60%. Increasing family consent is a key target for the Australian Organ and Tissue Authority. Reasons for donation decisions have been reported in the international literature, but little is known of reasons for Australian families' decisions. Potential organ donors in four Melbourne hospitals were identified and 49 participants from 40 families (23 consenting and 17 nonconsenting) were interviewed to understand reasons for consent decisions. Themes for consent to organ donation included that: donation was consistent with the deceased's explicit wishes or known values, the desire to help others or self-including themes of altruism, pragmatism, preventing others from being in the same position, consolation received from donation and aspects of the donation conversation and care that led families to believe donation was right for them. Themes for nonconsent included: lack of knowledge of wishes, social, cultural and religious beliefs; factors related to the donation process and family exhaustion; and conversation factors where negative events influenced decisions. While reasons for consent were similar to those described in international literature, reasons for non-consent differed in that there was little emphasis on lack of trust of the medical profession, concerns regarding level of care provided to the potential donor, preserving the deceased's body, fears of body invasion or organ allocation fairness.
Numbers of deceased organ donors in Australia have increased since the introduction of the Australian Organ and Tissue Authority's national reform in 2009 1 . However, rates remain well below those in countries such as Spain, Croatia and the USA. Around 78% of Australians express support for organ donation but only 60% of families provide consent to proceed with donation 1 . Low consent rates are considered the major limiting factor in improving rates of donation worldwide [2] [3] [4] [5] .
International literature has defined factors related to consent to organ donation including pre-existing or 'pre-request' variables, such as patient and family demographics 3, 4, 6, 7 . Other factors that may be more amenable to modification have also been described, including timing and content of the request, sensitivity and empathy of the requestor, understanding of brain death and the perceived quality of care of the potential donor [2] [3] [4] 8, 9 . Families' expressed reasons for consent have been reported as knowledge of a loved one's wishes, altruistic desires to help others, receiving solace from donation, feeling the deceased no longer need their organs and positive attitudes and beliefs about donation 6, 7 . Reported reasons for non-consent include lack of knowledge of the deceased's wishes, cultural and religious beliefs, fears of disfigurement, the need to protect the deceased's body from further suffering, lack of trust in health care providers, family exhaustion, delays to funerals, families' negative views toward organ donation, concerns regarding the fairness of donation processes and wanting to be present when the ventilator was switched off 4, 7, 10 .
There has, however, been little investigation of the reasons for Australian families' donation decisions. Themes described in international literature may apply to Australian families, but it is likely that local variation exists in a multicultural, multi-ethnic and geographically unique country such as Australia 11 . Knowledge of factors influencing Australian families' decisions may add to the understanding of what motivates or prevents families from consenting to organ donation, may assist processes and conversations with families and ultimately, may affect consent rates. We aimed to determine common reasons underpinning consent decisions made by families of potential organ donors with whom organ donation was discussed.
Materials and Methods

Instruments
Semi-structured interview guides were developed based on existing literature by the research team of psychologists, researchers, Donation Specialists (DS) and a Donor Family Support Counsellor (DFSC) and modified after suggestions from the hospital research ethics committees (HRECs). The tool included items regarding demographics, characteristics of the deceased's hospitalisation and six open-ended questions to allow participants to describe their experiences and decisions.
Participants
Between April 2012 and September 2013, in four Melbourne metropolitan hospitals, the local DS reviewed data of deceased patients to identify (potential) organ donors. The methodology used to identify potential donors and their characteristics has been described elsewhere. This study describes the subsample included in this qualitative family interview study. Families of potential organ donors were included if there was a conversation regarding organ donation and the potential donor was medically suitable to donate through either the donation after brain death or donation after circulatory death pathway at the time of the conversation. Families were excluded if they were non-English-speaking or unable to nominate an English-speaking spokesperson.
Data collection
Family contact details were obtained through hospital databases and, for two of the four hospitals, the local DS obtained telephone consent from the family before transferring contact details to the research team. Families were mailed a personal letter, participant information detailing the study aims and methods and consent sheet six weeks following the death of their family member, including a stamped return envelope and opt-out card to return if they did not wish to be contacted. Families not returning the opt-out cards were contacted by telephone by one researcher two weeks later to request an interview. Interviews were conducted face-toface by two researchers, or by phone if there were time or distance constraints. Face-to-face interviews took place in an office at one of the participating hospitals, at DonateLife offices, the home of the participant or another location, e.g. workplace, at the convenience of the participants, who were provided with taxi vouchers if travel was needed. The interviewers had not been directly involved in clinical care of the deceased and were trained and experienced in communicating with bereaved families. Interviews lasted between 30 to 90 minutes and took place a median 89 days after death (interquartile range 78 to 111 days). A follow-up phone call from the DFSC was offered to interviewed families.
Purposive sampling ensured adequate representation of consenting and non-consenting families, with recruitment for interview concluding once saturation of themes was achieved for each group.
Data analysis
Interviews were recorded and transcribed verbatim and underwent thematic analysis by two researchers. Themes associated with consent were drawn from information offered by participants. Themes were not hypothesised prior to interview, therefore, participants were not directly questioned as to whether particular themes were relevant to their decision. Quotes from interviews illustrative of these themes are presented, but represent only a small amount of the interview material. 
Results
Recruitment into the study is described in Figure 1 . 'Not potential donors' were not medically suitable for donation when donation was discussed e.g. donation was raised by the family. Of the 41 families not contacted, 32 cases were consenting families whose participation was not requested as themes for the consenting subgroup were saturated.
Reasons families decided to donate
The main themes and sub-themes related to why families decided to donate are described in Table 1 .
The deceased's wishes and values
Families reported that knowledge of their loved one's wishes through prior conversations made the decision to donate simple. Donation gave the family a sense of fulfilling their loved one's wishes.
The speaking about it beforehand and knowing it's actually what she wanted made (it easy). It was her decision and we just had to carry it out. So that was critical to making our decision easy.
So for us that's not a decision for us to make, it's a decision Dad made, that's what he wanted, so we proceeded with that.
Even in the face of a complicated donation, the knowledge of the deceased's wishes maintained the family's determination to proceed.
We knew that was her wish and that's why we went through with it, if there had've been any doubt we would've said well that's okay I'm out of here.
Even when the family were not themselves personally supportive of donation, knowledge of wishes led to a desire to fulfil family members' wishes.
He said if I die before you I'll donate whatever, and I went, fair enough… I was just doing it because he wanted to. Because I can assure you I wouldn't have done it... But I thought that what he wanted to do was lovely.
Some families had not had explicit conversations but used the knowledge of their family member's values to determine what they would have wanted.
As conversations happened... it became evident that he was a donor, he just hadn't filled out the paperwork.
So it wasn't so much what we thought, but what we thought she would want to do.
We all agreed that if it was laid out to her we were all very confident … that she would agree to go ahead with it.
Families considered that donation was consistent with their loved one's personal qualities.
If you knew Mum, she was the most loving, giving person that I've ever met and I just know that if she knew that she had this opportunity to help so many people there's no way that she would have said no. Because Dad was a very giving person, he was always doing things for people and we thought that he would actually like to, well he had never said that, but we just thought of the kind of person (he was).
Helping others or self Tied in closely with the theme that donation was consistent with loved one's wishes, values and qualities, was that the family also wanted to help save or improve someone's life. Families considered the benefits to potential transplant recipients as part of their decision-making.
If you could use one organ or you use 20 organs I suppose it didn't really matter so much. We preferred more if possible, the more people that could actually benefit from it (the better).
We don't know the people, don't need to know them, but somebody out there is breathing now because of her, someone, hopefully, is seeing.
Prior personal experience of donation/transplantation motivated some families to donate, so they could help others as they had been helped.
After we migrated here our eldest son was sick.
He had a problem with his liver… it was very rare, so he needed a liver transplant… So when the doctor asked if we wanted to donate (my husband's) organs, we didn't hesitate.
My mum was a kidney transplant recipient, so I guess we've been on the other side.
Several families had a pragmatic approach that to not donate was to waste a valuable commodity.
If you think about it... if you go, why do you want to take your organs with you if you can help someone else.
Why would anyone not donate, even though you've lost a loved one… there's no way you can get them back, why wouldn't you recycle what you can?
She hated waste in any way which was one of the things that (helped us come) to the decision for organ donation.
Some families consented to certain organs being donated but not others (e.g. the heart), as they felt this was too difficult for them. One family expressed that, following the funeral, they wished they had donated more, as they witnessed the organs going to waste.
(My son) and I have talked about it (since) and
we're quite happy to donate whatever needs to be donated when we pass away, because we had him cremated and now I think all those organs that could've helped people have just gone up in dust.
Part of the desire to help was aimed at the families of the transplant recipient-families wanted to prevent another family experiencing what they had endured.
For me it was more we can save someone else's Dad, that was my thinking.
It was sad us losing (him) the way we did but if we could help other families from possibly going through what we went through we thought it was a good idea.
Other families felt they would help themselves by receiving consolation from knowing that something good had come from an otherwise tragic situation.
It was a nice conclusion to a tragedy.
Part of the decision was selfish in a way. I wanted to see the best possible outcome of one of the worst situations you could ever come across.
Out of all the craziness of those few days we started to think well if something good can come out of all of this, then at least we want to have a think about it.
He screwed up so much else… it would be good to see… some good to come out of a wasted life. So the general theory was at least we've helped a few other families to have a good Christmas.
And from a family whose relative had died while visiting from overseas:
She lives in Australia-a bit of her lives in Australia in seven people.
The conversation
Families identified factors related to the conversations with healthcare professionals that helped their decision. Clear communication and explanations assisted.
So then he explained it, that's all I needed, tell me in a simple way. But this bloke, he did it in a very ethical way, absolutely brilliant, as I said I really admire him for the way he told us.
The conversation informed some families of the benefits of donation to society, of which they were previously unaware.
One of the other comments made was in relation to the fact that it's not just the individual recipient who benefits. Potentially the benefit extends hundred fold because of the family connections and the workplace connections and the school connections, the community connections overall. I thought that was pretty powerful.
We've never really discussed anything like that before… and (during the conversation my son) said if there had have been kidney donation when Dad's father was unwell, he'd still have his Dad today, and he said I think that would be a good thing if we donated Dad's kidneys.
Knowledge imparted regarding the rareness of the opportunity to donate organs assisted decision-making.
I thought every day there's tens of thousands of people out there who could be donating their organs, so why do they need our Mum? I didn't realise it's such a low number.
Then they were explaining it to me. That was the thing that I realised. You don't get that many people.
Sequential conversations allowed families to learn more about donation, to reflect and to make the decision that donation was right for them over a period of time.
So in the end you felt comfortable that you'd had the opportunity to make an informed choice.
It took three days, initially we said no, but then everyone said… oh definitely he's an organ donor.
It was done slowly and we were just having conversations with the staff and they were just marvellous.
Reasons families decided not to donate
Themes and sub-themes related to why families decided not to donate are described in Table 2 .
The deceased's wishes
As with the decision to donate organs, some families were very clear that their loved one had not wanted to donate organs.
I just knew that that's not what my Dad would've wanted so … it wasn't an option for me.
It was almost like he drew down the blind… He wouldn't even say why he didn't want to do it but he said, I do not want it.
Some families expressed their own support for donation but, knowing their loved one's wishes, could not consent.
I said if anything happens to me … my organs will be given to other people who need them. And she said that's okay for you but I'm not comfortable with it and I said okay. So we didn't.
So I would have loved to have said yes, but it would be so against his wishes that I just couldn't do it.
A lack of knowledge of wishes led some families to feel unable to make the decision on behalf of their family member without ever having discussed the issue.
Probably the big sticking point was Mum had never said anything about it.
It was only that (she) didn't express anything to me about wanting to do it or to anybody else.
Cultural/social/religious
Some families gave reasons for deciding not to donate that were a complex combination of cultural, social and religious reasons.
(His mother said) No, no, no, just send him back as (he is). I want him back. Especially from a Hindu background, not this generation but the generation before, people don't want to donate organs as a part of their religion.
You've got the Maltese Catholic thing and then you've got her family which … can be difficult. They would say oh she wouldn't have liked that, she wouldn't have wanted that. I don't know that it's a belief but I just think that it's never been something that really has been talked about or a lot of education around donation.
Some family members described that they declined consent on behalf of their parents but, although they were from a particular cultural and religious background, concluded it was mainly because they were of a different generation.
It was because they'd never spoken about it and I think they're of the generation that don't speak about it.
As far as he was concerned, he was old school. I think it's more a personal belief. Whereas us, the younger generation have grown up here and we're happy to donate our organs, we don't mind.
The process
When faced with the details of the donation process and the time frames involved, some families reported that they could not continue due to the family suffering physical and emotional exhaustion, concerns about their loved one being in 'limbo' waiting for the donation to occur and prolonging the dying process. 
(They said it was) going to take between six and eight hours and that's where it fell over because the kids couldn't do another six or eight hours of (him) on the ventilator. They just went no, no, no and so I had to pull the pin.
We were happy to donate his organs until they told us that they would need to basically keep him in intensive care after he'd become brain dead… and that was the part we couldn't deal with I suppose.
We just thought that this thing was going to happen for three or four days where we were in this nowhere land waiting for it to happen.
Families expressed the inability to deal with the amount and complexity of information being delivered. In some cases, when the deceased's condition had developed very rapidly, the family had no time to digest information and make a decision.
In a nutshell I think that the problem was … the quickness of it all… there was just so much information in that short period of time that it really was extremely difficult to make any kind of decision.
I said it's only been hours, she was all right this morning. I said this is one of the problems that there was, it was just so quick.
Wanting to be present when the heart stopped beating Some families expressed distress about not being present when the heart stopped beating, which prevented them from donating.
What we can see is that the machines (have) still got him going and so when we see him go in (to the operating room) it's not over yet...
That's the thing that actually changed our brothers' minds as well, as soon as they explained the process, as soon as they walked out, the boys turned around and said to us, no we don't want that for Dad, we want to say our goodbyes, we don't want him to be with a bunch of strangers.
Brain death seemed to be a concept that was not fully understood or accepted by all families, making the decision more complex.
(They said) what they normally do is take him away on the ventilator and this is where the children all went, oh no, he's by himself when he dies. (That's) because they saw him as still alive.
I think (we) couldn't get our head around the fact that we would leave the hospital that night and he was still technically alive even though we were told he was brain dead. We couldn't come to terms with that, we wanted to stay until he'd passed away.' I said not… while he's still got a heartbeat even though the brain's dead because… I believe, nothing to do with religion, I believe that when… your heart stops your soul leaves your body, that's my right.
The conversation
Families who declined donation sometimes expressed surprise at the timing of the conversation and how quickly donation was raised, before they had had enough time to come to terms with events.
(It was) too early. Let us… hold on to the fact that he's dying... I'm never going to hold my husband ever again and you're asking me for his kidneys.
Wrong timing unfortunately… looking back I can understand the timing because maybe they keep organs alive or something like that… but because of the timing you are going through a grieving process and the timing doesn't match.
However, some families thought the timing of the request was very early, in the Emergency Department, but that it didn't adversely affect their decision.
I remember he said something like, well now that you've made that decision the next thing you have to think about is organ donation. It wasn't said in a bad way, it was just more or less a step, okay well given that, now we move on to organ donation.
Conversely, other families reported that they wished they had been informed earlier as it would have given the family more time to consider.
What possibly would've happened if they broached the subject earlier right at the start was, as family came in, (we could have) said… they think that mum may be able to supply some organs for someone else, and… that means that she may be on life support for this long and I think that, if we had that time, that would've given time for it to be discussed… and get a bit of a feel (for it).
Some felt it was not communicated clearly enough that a timely decision was needed and thought staff may have been too careful with their request.
I'm not saying they didn't mention it in the family meeting but… I felt they were walking on eggshells… but I thought it was down the track, maybe tomorrow or whatever. They were probably a bit too diplomatic.
On rare occasions, families thought there was too much emphasis on organ donation and this concerned them.
Why is organ donation being brought up over and over again, even behind my back?
Some families felt some comments affected their decisions adversely.
The main doctor's come in and he told us… that the neurosurgeons were coming to look, and this is where I got really angry with him… (to see) if they thought it was worth it, they would operate if it was worth it! All families were offered follow-up with the DFSC after participating in the study. Few families requested follow-up and no one reported additional distress caused by the interview. Two families were already being counselled by the DFSC prior to interviews as part of DonateLife services. The DFSC spontaneously called a small number of families and they reported no problems. Several families expressed that they received benefit from the conversation with the researchers, which allowed an opportunity for the expression of emotions, often for the first time since the death of their family member.
Discussion
Rates of organ and tissue donation are primarily limited by rates of consent by family members, both in Australia and internationally. By extension, understanding reasons underpinning families' donation decisions is pivotal to the remit of improving consent and donation rates. Until now, however, there has been a paucity of research examining reasons for donation decisions by families in Australia. Our study represents a significant milestone in this field that may provide insight into how consent rates may be improved.
Knowledge of a loved one's wish to be a donor and prior discussions about donation are well-documented reasons for consent 4, 6, 7, [13] [14] [15] and were commonly reported in our study. Families felt this explicit knowledge made the decision relatively easy and provided strong motivation to complete donation, even in the face of difficulties with the length and complexities of the process. In the face of tragic circumstances, honouring loved ones' wishes gave families a sense of purpose and consolation, a theme previously recognised as leading to consent 16 . In the absence of expressed wishes by the donor, families used several factors to help them decide to donate. Some families expressed positive personal views about donation, previously reported as reasons families donate 6, 13 , including its benefits and their own willingness to donate. However, families generally considered their loved one's views and values and spoke of their loved one's qualities-they felt that their generosity would have led them to consent to donation. A belief that a family member would have wanted to donate, even without explicit discussion, has been described as associated with consent previously 3 and was a common theme in our study.
Altruism, often associated with decisions to donate and register as a donor 4, [16] [17] [18] , was common. Families wanted to help others and considered benefits not only to the recipient, but also their families and the wider community. Prior personal experience with organ transplantation has not commonly been reported as a motivation for consent, but was expressed in our study. Whilst being linked closely with the desire to help, families of transplant recipients or who had a relative whose life could have been saved by transplantation, used their experience to help their decision to assist someone in a similar position.
Consolation from donation has been reported as a factor in consent 13, 19 . Many families in our study expressed the sense that their loved one had made a contribution and they had received consolation from helping. The theme of 'something good coming of something bad' was common and assisted decision-making and, during interview, families reflected that the decision to donate had continued to provide comfort. Some families commented that they had been so proud of their loved one that their gift of donation was celebrated during the funeral or memorial.
Pragmatism has previously been described as a reason to donate 7 , but is not a common theme in the US or UK literature. However, it was a relatively frequent theme amongst Australian donating families. Some families were very practical about organs being put to good use and were not preoccupied by themes of body invasion or desecration, which are common themes, especially in the US jurisdiction 3, 7, 17 . In Australia, the positives of donation have been infrequently discussed with families and the reasons for non-consent uncommonly explored 20 . In our study, families did not express shock or distaste when the rareness of the opportunity to donate and the benefits of donation were explained, and expressed surprise that there may be reluctance to raise the positive aspects of donation with families. The pragmatism shown by study families may suggest that they would be open to clear and concise information regarding the positives of donation. Families who did not know their family member's wishes frequently used their loved one's values, altruism and the consolation obtained from donation to assist their decisions. These families may find their decision easier with information regarding the benefits of donation.
Several aspects of the donation conversation are known to influence decisions. The timing of the request influences donation decisions, but there is no clear consensus on optimal timing 2 . When families perceive the request is made at an appropriate time and they are given sufficient time to consider and don't feel pressured, consent is more likely 3, 6, 8, 21 . Poor timing of the request, surprise at donation being raised, feeling harassed to make a decision and a negative perception of care result in decreased rates of consent 3, 6 . Our study supports the contention that there is no ideal time to raise donation-some families suggested that donation was raised too early, others suggested it was too late and others commented that the timing may not have been ideal but did not adversely influence their decision. Communication style and effectiveness 2,21 , the amount and type of information and emotional support provided during discussions are also positively related to consent 13, 14 . Families' organ donation decisions In this study, clear and compassionate conversations and explanations that enabled time for discussion and reflection assisted families. It is therefore likely that the skills of the requestor, both in the ability to choose the moment to raise donation, based on their knowledge of the family and their situation, and in the content and nature of the conversations, are of great importance. In Australia, intensive care physicians have traditionally conducted donation conversations 20, 22 , but communication training may assist all physicians, as families recalled statements from emergency and neurosurgical doctors that adversely affected their decisions. Clinicians should also be encouraged to reflect on their conversations with families and on their own feelings and biases regarding donation and how these may influence families' decisions.
There was considerable interaction between cultural, social and religious beliefs. Some family members, particularly children of parents born overseas, felt unable to donate organs due to a combination of factors. They felt, although personally supportive of donation, that their parents belonged to a generation where there was no knowledge, understanding or tradition of donation. Although some mentioned religion as part of their decision, culture and tradition were closely associated. Most families who declined on behalf of their parents felt that the next generation would support donation.
There is debate about the influence of understanding or acceptance of brain death on donation decisions, with some studies finding that an understanding of brain death increases consent to donation 2,6,8 and others challenging whether understanding or acceptance is necessary 21 . The influence of brain death understanding amongst interviewed families in our study appeared varied. Some families felt unclear about the true meaning of brain death and did not seem to have clearly received the message that their loved one had died. Others indicated that while they knew and understood their family member had technically died, it did not feel this way until their heart stopped beating. The strongest apparent influence was related to the process of donation after brain death, in particular, wanting to be with the deceased at the time their heart stopped beating.
Significantly, several reasons in the international literature for the decision to not donate were not themes commonly expressed in our study. Concerns about fairness of organ allocation 7 , lack of deservingness of the recipient 17 , not enough having been done to save the deceased 13 and a desire to protect the body of the deceased 10 were not expressed. Fears of disfigurement 3, 7, 17 , mistrust of healthcare professionals 7, 17 and impact on funeral arrangements 3 were rarely expressed. The desire to protect the body of the deceased has been previously described as a major reason for overriding the deceased's wishes to donate 10 . Australian community surveys suggest that most people believe it would be wrong to over-ride the wishes of someone registered to donate 22 , however this does infrequently occur in Australia 23 . No families in our study overrode known wishes to donate. Significant cultural differences may exist towards protecting the body of the deceased, with pragmatism appearing a greater feature in Australian families.
Further studies in the Australian setting would add to these findings. The ability to opt out by simply posting a prestamped and addressed envelope back enabled families to decline involvement without personal contact by the research team. One HREC required the DSs to contact participants to request consent for transfer of contact details to the research team. Families, in general, appeared confused by this additional step and did not appear to understand the difference between the first and second calls. HRECs and researchers can be reassured that families appear to prefer a single phone call and that families are not adversely affected by such research. In contrast, our experience suggests that some people derive benefit from the opportunity to discuss their experiences, ask questions and express difficult emotions.
Limitations
Families of non-English-speaking backgrounds were excluded from interview. Cultural and religious objections to donation may therefore be under-represented. These families were mostly from Victoria, Australia, although some family members lived interstate or overseas, and the views expressed may not generalise to other parts of Australia.
Conclusion
Australian families express similar reasons for consenting to donation to those previously described internationally, with perhaps a stronger influence of pragmatism. However, there appear to be differences in their reasons for deciding to donate. Lack of knowledge of wishes remains a common reason for non-consent. Other non-consent themes related to being surprised by the donation request, the length of the process, not understanding or being uncomfortable with brain death and some healthcare provider comments that were perceived to be insensitive. Australian families did not commonly express some reasons for non-consent highlighted in international literature such as lack of trust in healthcare providers or the care they received, concerns regarding fairness of organ allocation or fears of disfigurement.
